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DACHA Aims

To establish what data needs to be in place to

supjport research, service development ana uptake of
4 innovation in care homes.

To synthesise existing evidence and data sources with
care home generated resident data to deliver an

agreed data set - (Minimum Data Set) - usable and
authoritative for different user groups.
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ABSTRACT

Context: In many countries, there is a specification for information that should be

homes. So-colled  (MDS) are often lengthy, and
vepml on resident heolth and wellbeing, staff, and facilties. In the UK, the absence of
the start of
the COVID-19 pondemic. Core homes foced multile requestsfor data from external
agencies who had little ige

Objective: This study cimed to identify the range (and method) of data collected by
care home organisations, in a country without o mandated MDS.

y of care homne

nursing) in Englond. Care homes
sociol media. Qu red data
data sharing, analy: iy istics.

Findings: 273 responses were received, representing over 5,000 care homes. Care
homes reported extensive data on the health, care and support needs of individuol
residents, their preferences, and activties. Clinicol measures and tools adopted from
health were commonly used, but few collected information on quaiity-of-Gife. Care
homes these data that ity, medication
use, staff training needs, budgeting, and marketing. Concerns over privacy and data

3 tential borr ing.

Implications: These findings challenge the notion that incentives or mandotes are
required to stimulate data collection in core homes. Care home organisations are
Countries

content, storage, ond vi

i ds or an MDS could start by working with care.
home organisations to review existing data collection and evaluate the impli¢
of collecting and sharing data. A critical approach to the appropriateness of |
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ABSTRACT

Introduction: Information on care home residents in England is captured in numerous data sets (care home records, General
Practitioner records, community nursing, etc.) but little of this information is currently analysed in a way that is useful for care
providers, current o future residents and families or that realises the potential of data to enhance care provision. The DACHA
study aimed to develop and test a minimum data set (MDS) which would bring together data that is useful to support and
mmmmrxmmn-mnmummmwdmmﬂtmmm)

‘with the range of groups of people affected. This paper ity
care home staff through a PI Panel.
jective for the P bring the knowledge and ives of family

care home staff to influence the ongoing design and conduct of the DACHA study.
Methods: The bespoke methods of PI included a dedicated PI team and a PI Panel of public contributors. Meetings were

RESEARCH

Press

CORRESPONDING AUTHOR:

Newcostle University, UK

KEYWORDS:
‘aged; nursing homes; dota
collection; minimum datasets

TO CITE THIS ARTICLE:
Hanvatty, B, Wolters, AT,

Meyer, ), Killet, A, Jones, L,
Gordon, A, Burton, K, Akdur, G,
Invine, L, Warmoth, K, Liddie,

Older Aduits: A Nationol Survey
in Englond. Journalof tong-

Term Care, (2023), pp. 268-296.
DO https/doiorg/10.31389/

International Journal of =

Population Data Science L
Swansea University

Prifysgol Abertawe

Journal Website: www.ijpds.org

Data resource profile: the virtual international care homes trials archive
(VICHTA)
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Eublhed  as/on/or Introduction

Randomised controlled trials (RCTs) conducted in care home settings address a range of health
conditions impacting older people, but often include a common core of data about residents and
the care home environment. These data can be used to inform service provision, but accessing these
data can be challenging.
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Methods

The Virtual International Care Home Trials Archive (VICHTA) collates care home RCTs conducted
e 2010, with =100 participants, across multiple conditions, with documented elj criteria,
ally identified from a scoping review. A Steering Commi ibuting trialists
oversees proposed uses of fully anonymised data. We characterised available demography and
outcomes to inform potential analyses. Data are accessible via application to the Virtual Trials
Archives, through a secure online analysis platform. Trial recruitment is ongoing and future expansion
will include international studies.
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Centre tor. Dementis Research, The first phase of VICHTA includes data from six UK RCTs, with individual participant data (IPD)

School of Health, Leeds Becket on 5,674 residents across 308 care homes. IPD include age, sex, dementia status, length of stay,
Ty UK ehcars, [ quality of life, clinical outcome measures, medications, resource use, and care home characteristics,

ster, Leicester, U such as funding, case mix, and occupancy. Follow-up ranges between four and sixteen months
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Conclusions
VICHTA collates and makes accessible data on a complex and und. research
far nouel analuees and ta inform decien of future studies Planned exnancian to international care
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[METHODOLOGY  OpenAccess
Activity provider-facilitated patient 2
and public involvement with care home
residents
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Abstract

Background In care home research, residents are rarely included in patient and public involvement and engage-
ment (PPIE) despite their lived experiences of day-to-day care. This paper reports on a novel approach to PRIE,
developad in response to Cavid-19, and utilised in a large Uk-based study focused on care homes. PPIE sessions were
facilitated on behalf of the research team by Activity Providers (APs) already working within the care homes. This
paper provides an account of how PPIE with care home residents can be achieved.

Methods An exploratory design was used to see if it was possible to support “in-house” PPIE, with researchers
working at a distance in partnarship with care home staff. The National Activity Providers Association recruited five
APs wiorking in care homes. A series of optional discussion or activity sessions were developed by the research team
in partnership with APs, tailored to reflect the research topics of interest and to make sessions accessible to residents
with differing needs.

Results APs facilitated four rounds of PPIE with up to 56 residents per topic, including individuals living with cogni-
tive and communication impairments. Topics discussed included residents'views on data use, measuring quality

of life and the prioritisation of care-related data for study collection. Feedback from the residents was observed

to have unexpected and positive changes to participzting care homes' practice. APs valued participation and work-
ing with researchers. They identified acquisition of new skills and insights into residents'thoughts and preferences

s direct benefits. Challenges included time pressures on APs and managing emotive feedback. APs were able

to approach residents at times convenient to them and in ways that best suited their individual needs. PPIE with resi-
dents provided different perspectives, particularly with respect to the impartance of different types of data, znd con-
structive challenge about some of the research team’s assumptions.

Conclusions PPIE with APs as ressarch partners is a promising approach to working in an inclusive and participatory
way with care home residents. The voices of clder care home residents, induding those living with cognitive or com-
municative impairments, are important for the successful and meaningful completion of research.

Keywords Patient and public involvement and engagement (PPIE), Agad, Care home, Activity provider, Older people,
Participatory action research
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PRACTICE

Health and social care research from the
frontline: perspectives from care home
staff

Marlene Kelly, Emily Allison, Kerry Micklewright

Abstract
Mariene Kelly and Emily Allison reflect on their forays into the world of health and social care research
from their ‘expert-by-experience’ perspective.

Marlene Kelly
Aubum Mere Residential Care Home, Watford, UK

Emily Allison




Supporting research in

and with care homes

TWO EVIDENCE REVIEWS




Ensuring trial
Interventions
succeed

Many care home trials have neutral findings

Unclear if neutral findings due to intervention ineffectiveness OR a
consequence of study implementation processes or insensitive
measurement tools.

Systematic review : 33 (32 interventions) process evaluations

Procedural drift: studies lost momentum over time

Participatory action and learning : authentic engagement, staff
delivering the intervention as a collective




Key Considerations:

Care Home

team

Relationships

What will help the

collaboration
build rapport, air
tensions, and
resolve difficulties
throughout the
study?

How can the
views and goals
of the residents
be included in
the
nolhlwm

Read from left to right: to see what each team can think
about individually and collaboratively from the design and
planning phase, all the way to the intervention evaluation.

Training &
Coaching

How can
knowledge
sharing
activities
include both
learning and
practice?

Communication

Establish a
reliable and
sustainable form
of communication
with the care
home early on

When should collaborative meetings
take place to discuss how the study is
running, and how often should they

occur?

Are face to face meetings preferred?

What is the best method to keep in
touch in between meetings to allow
problems to be addressed early?

Will sufficient
time be allotted
to discussing
the study at
regular staff

meetings
internally?

How will care
home
managers
actively
participate in
overseeing
intervention
delivery?

https://dachastudv.com/wp-content/upIoads/2022/02/Perver Redford DACHA CareHomeGuidance Leaflet 2022.pdf

Read from top to bottom: to see
how each team can collaborate
to tackle specific challenges.

Sustainability ﬂ::“’““?:::

Are materials
provided to the
care home easy to
use, is the
language used
accessibe to all?
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Are you ready to be involved in aresearch study?
Guidance for care homes*

7

PRIORITY

Is the research
important to
us?

*based on Spilsbury K, Peryer G, Devi R, Haunch K, Jordao M, Thompson C, Goodman C. On your marks, get set, pause. what care

7

BENEFITS

Are there
possible
benefits for us?

=)

NICHE

NMurturing Innovation in Care
Home Excellence in Leaeds

I

m
UNIVERSITY OF LEEDS

o
‘o I ' ™
CAPACITY COMMIT SUPPORT
Do we have the Are we ready to How will the
people, time engage and research
and resources commit? team help us
to take part? If we say
yes?
" "

Fhome teams showuld consicler before partnering with a trial research croun. Nursing and Residential Care. 2023,



CAPACITY

« We can commit the people, time and
resources needed throughout the study

« A named staff member will coordinate
research activities

 We can do study activities without
compromising quality

J PRIORITY * QOur indemnity arrangements cover us
The study question
matters for our care home
CONmMT
We will engage because we understand * READY
BENEFITS how the study might benefit us
The study may benefit : We have a plan for any training

our residents and/or staff « We can discuss the study regularly in
: home meetings

*» We will make sure new and temporary
staff are aware of study responsibilities

SUPPORT

* We know how we will work,
communicate with, and ask questions
of the research team
« We know how any payments for taking
part will happen
- « We know how plans for knowledge —
sharing with staff, residents, families




Intervention
studies (436
papers, 396

datasets 2015-
2021)

732 outcome measures only 14

used more than 20 times

e Health measures dominated from
hospital/clinical settings

e Typically measured functional status,
mood and behaviour, and medications

e Fifth of research studies used
information gathered routinely by the
care home,

e 5 studies Brief Pain inventory or Pain
Assessment in Advanced Dementia.



What would help?

Care homes and researchers
work together to measure what
matters to older people and help
to improve care home practice

International agreement about
the best outcome measures

Need to know which outcome
measures can show changes and
trends over time in care home
populations.

Outcome measures that measure
quality (e.g., quality of life or
quality of care) suitable for
research and everyday practice
in care homes.

Recognise that using different
outcome measures to measure
the same thing is wasteful

Case for Core Outcome Sets for
clinical trials in long term care
settings?




Efficient use of data

IRVINE, L., BURTON, J. K., ALI, M., BOOTH, J., DESBOROUGH, J., LOGAN, P.,, MONIZ-COOK, E., SURR, C., WRIGHT, D.
AND GOODMAN, C. (2024) DATA RESOURCE PROFILE: THE VIRTUAL INTERNATIONAL CARE HOMES TRIALS ARCHIVE
(VICHTA), INTERNATIONAL JOURNAL OF POPULATION DATA SCIENCE, 8(6).

HANRATTY, B, WOLTERS, AT, TOWERS, A-M, SPILSBURY, K, MEYER, J, KILLETT, A, JONES, L, GORDON, A, BURTON, JK,
AKDUR, G, IRVINE, L, WARMOTH, K, LIDDLE, ] AND GOODMAN, C. (2023). DATA COLLECTION IN CARE HOMES FOR

OLDER ADULTS: A NATIONAL SURVEY IN ENGLAND. JOURNAL OF LONG- TERM CARE, (2023), PP. 288-296.




The Virtual
International
Care Home
Trials Archive

(VICHTA)

(6000+ older
people, 340 care
homes)

Repurposing high Quality Anonymised Care Home trial
data

Pooled for secondary data analysis: a cost -effective way
to improve care. e.g medications and
symptoms/conditions

> 6k residents with individual participant data with option
to add more care home trial data

Researchers can contribute data or request access to the
data at the VICHTA website: www.virtualtrialsarchives.org

First time an archive has been developed based on a
setting (care home) instead of a particular treatment or
condition


http://www.virtualtrialsarchives.org/

National Survey

2 /3 responses

representing 5k
care homes

Care home resident data routinely collected

Aggregate data (daily/monthly) external scrutiny (Care
Quality Commission, Local Authority Contracting, Clinical
Commissioning Groups, different NHS services, Health and
Safety/environmental (duplication +++, minimal feedback)

Individual : residents’ care needs e.g., preferences,
medication, wound care, those at risk (e.g., falls, infection,
choking), clinical measures, key events, visiting NHS staff
input

Staff and Staffing information

Hybrid systems for recording and storage (digital & paper) in
different locations within care home



Wide range of data already collected

Use of clinical / health tools

(Need for critical assessment of tools being used)

Key f| N d | N gS Quality of life measures lacking

Multiple purposes for the data
Homes use the data for monitoring care quality; managing medication;
supporting staff training; budgeting; and for marketing.

Data storage & sharing challenges



https://eprints.lse.ac.uk/120900/1/Data_collection_in_care_homes_published.pdf?utm_source=chatgpt.com
https://journal.ilpnetwork.org/articles/10.31389/jltc.199?utm_source=chatgpt.com
https://eprints.lse.ac.uk/120900/1/Data_collection_in_care_homes_published.pdf?utm_source=chatgpt.com
https://eprints.lse.ac.uk/120900/1/Data_collection_in_care_homes_published.pdf?utm_source=chatgpt.com

Pain 245 (89.7%)

Abbey Pain Scale 170 (62.3%)
Faces pain scale 41 (15%)
Pain map of body 67 (34.5%)
Pain Thermometer 10 (3.7%)
Brief Pain Inventory 7 (2.6%)
Pain Assessment in Advanced Dementia (PAINAD) 36 (13.2%)
Other measure of pain 19 (7%)

Hanratty, B, Wolters, AT, Towers, A-M, Spilsbury, K, Meyer, J, Killett, A, Jones, L, Gordon, A, Burton, JK, Akdur, G, Irvine, L,
Warmoth, K, Liddle, J and Goodman, C. 2023. Data Collection in Care Homes for Older Adults: A National Survey in England.




Meaningful engagement

KILLETT, A., MICKLEWRIGHT, K., CARROLL, R., AKDUR, G., ALLINSON, E., CRELLIN, L., DE CORTE, K., FOX, M.,
HANRATTY, B., IRVINE, L., JONES, L., KELLY, M., LLOYD, T., MEYER, J., SPILSBURY, K., TOWERS, M., TRACEY, F.,
WILLMOTT, J., & GOODMAN, C. (2025). PUBLIC INVOLVEMENT TO ENHANCE CARE HOME RESEARCH; COLLABORATION
ON A MINIMUM DATA SET FOR CARE HOMES. HEALTH EXPECTATIONS, 28(1).

MICKLEWRIGHT K, KILLETT A, AKDUR G, BISWAS P, BLADES P, IRVINE L, JONES L, MEYER J, RAVENSCROFT N, WOODHEAD H &
GOODMAN C (2024). ACTIVITY PROVIDER-FACILITATED PATIENT AND PUBLIC INVOLVEMENT WITH CARE HOME
RESIDENTS. RESEARCH INVOLVEMENT AND ENGAGEMENT, 10(7).




Public involvement

Transparency about the extent, nature and influence of
Pl in care home research variable

Panel met 17 times family members and care home staff
including junior staff

National expert consultation group consulted three times

Public involvement team w two senior researchers, Senior
research assistant activity, sector representative and former
carer

Core Research team meeting weekly joined monthly by Pl team

Study steering committee: with two public representatives, six
meetings

DACHA




Involvement of
care home
residents

working with
activity
providers

Care home residents often excluded from research
engagement activities

Multiple challenges
> Physical and mental health

> Confidence

> Power relations between residents, staff and family members
> Limited time and resources for researchers and flexibility
Response

Activity Providers using different resources

Sessions with 208 resident contacts including people with
cognitive loss

Residents talked about their feelings about how data
should be used

Changed care home practices and challenged some
researcher assumptions

Fostered a research culture with care home staff as partners



https://dachastudy.com/

Guidance on resident assessment, outcome
measurement and implementation

New methods and resources for research
and engagement

Prototype MDS 996
residents from 45 care 2 software providers
homes

3 Integrated Care Systems (ICS)
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